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eMERGE Goals

Phenotyping
Genomics Genotype-Phenotype associations

Clinical Use:
— Defining actionability/clinical utility/validity

— Integration into EHR/Visualization/Clinical Decision
support

Physician and Patient attitudes/Education
Consent/Regulatory
Privacy/Security/CLIA/CAP



eMERGE Sample Size

eMERGE
eMERGE | eMERGE Il &1l
Participants
Participants Genotyped (Enrolled/ Genotyped Genotyped
Targeted)
GHC/UW 2,820 2,789 3,561 786 3,575
Marshfield 20,000 4210 20,000 777 4,987
Mayo 3,769 3.755 19,000 3,185 6,940
NU 10,500 1,907 10,500 3,055 4,962
VU 70,000 6,055 140,000 27,173 33,228
Geisinger N/A N/A 19,650 4,191 4,191
Mt. Sinai N/A N/A 21,000 16,000 16,000
CCMC/CHB N/A N/A 40,051 5,586 5,586
CHOP N/A N/A 40,000 8,000 8,000
107,089 18,716 313,762 68,753 87,469
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eMERGE |l working groups

* Phenotyping
* Genomics
 EHR integration (both technical and content)

* Consent, education, regulation and
consultation

e Actionable variants

Work Groups to produce “charters”
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Data Sharing in eMERGE

Guiding Principles:

* Adhere to terms of consent
 Adhere to applicable law and regulations

* Each site has final authority regarding their
data



Data Sharing in eMERGE

Data Sharing Responsibilities:

How data may be shared:
* To dbGaP

* To and by other Network Members
 To and by the CC

e To external collaborators




Data Sharing in eMERGE

Privacy and Confidentiality

* Prevents re-identification

* Provides for data security

* Reporting requirements for violations

* Provides for data protections in use

* Requirements for data return/destruction

if Member affiliation is terminated

Limitations of Use
Authorizations by institutional official and Pl




méPhenX lToolkit

* Provides standard measures related to
e complex diseases
* phenotypic traits
* environmental exposures
* Facilitates combining data from a variety of
studies
* Makes it easy for investigators to expand a study
design beyond the primary research focus.
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Domain Collection

Measure

Protocol

Protocol

Data Collection
Worksheet

Data Dictionary
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Int. J. Epidemiol. Advance Access published July 30, 2011

Published by Oxford University Press on behalf of the International Epidemiological Association International Journal of Epidemiology 2011;1-15
© The Author 2011; all rights reserved. doi:10.1093/ije/dyr106

Is rigorous retrospective harmonization
possible? Application of the DataSHaPER
approach across 53 large studies

Isabel Fortier,'”** Dany Doiron,? Julian Little,* Vincent Ferretti,* Francois L’Heureux,’
Ronald P Stolk,” Bartha M Knoppers,l'ﬁ Thomas J Hudson,*”® and Paul R Burton®*'° on behalf of
the International Harmonization Initiative®

'Research Institute — McGill University Health Centre, Montreal, Quebec, Canada, “Public Population Project in Genomics (P°G),
Montreal, QC, Canada, *Department of Epidemiology and Community Medicine, University of Ottawa, Ottawa, ON, Canada,
“Ontario Institute for Cancer Research, MaRS Centre, Toronto, ON, Canada, *Department of Epidemiology, University Medical
Centre Groningen, University of Groningen, Groningen, The Netherlands, ®Department of Human Genetics, Centre of Genomics
and Policy, Faculty of Medicine, McGill University, Montreal, QC, Canada, 'Department of Medical Biophysics, University of
Toronto, Toronto, ON, Canada, *Department of Molecular Genetics, University of Toronto, Toronto, ON, Canada and “Department of
Health Sciences, University of Leicester, Leicester, UK and '°Department of Genetics, University of Leicester, Leicester, UK

*Corresponding author. Research Institute — McGill University Health Centre, Allen Memorial Building, 1025 Pine Avenue West,
room P2.028, Montreal, Quebec, Canada, H3A 1Al. E-mail: ifortier@p3g.org
'The members of the International Harmonization Initiative are provided in Appendix.



Summary

eMERGE benefited from effective and easy
data sharing

— Synergies increase the scientific value
— More perspectives are always better than just one

Sharing requires agreed upon principles and
shared values

Sharing requires data standards and data
harmonization

Try it—you’ll like it!!




Breakout Sessions

Suggested chairs (H3A Pls) for 3 break out groups:

Akin Abayomi (biorepository), Dissou Affolabi
(research grant) Enock Matouvo (research grant)

Staff Note takers:

Louise Wideroff, Mark Guyer, Audrey Duncanson



Questions for sharing breakout groups

1.  Are there specific needs in Africa for data and
protocol sharing that have not already been
discussed?

2.  What, in your opinion, would be a fair
timeline for data release?

3.  What protocols would be useful for H3Africa
grantees to share? How rapidly should they share
them?

4.  What can be done to make data sharing and
deposition easier?



